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BACKGROUND 
The care of a child with a life limiting condition proves 
an emotional, physical and financial strain on the 
family that provides care for their child. Respite care 
is one way which allows carers to receive some relief 
and support in the context of this burden of care. The 
provision of and the requirements for respite in this 
context is poorly understood. 
OBJECTIVES
This survey aims to describe the types of respite care 
families receive, the respite that they would ideally 
receive and the barriers that prevent this.
METHODS
A cohort of 34 families cared for by the Paediatric 
Palliative Care Service in Queensland were 
approached to participate in a 20 question survey 
about their current respite preferences for future 
respite, with twenty surveys returned.
RESULTS 
Three of the families (15%) reported receiving no 
respite in the previous 12 months. Families who 
received respite received a combination of formal 
respite (a structured care provider) and informal 
respite (family or friends). Ten families (50%) reported 
they would want the time of respite changed. Barriers 
to receiving adequate respite included complexity 
of care of the child, financial barriers and lack of a 
respite provider.
CONCLUSIONS
There is disparate provision of respite care with the 
main perceived barrier to attaining ideal respite being 
the lack of a provider able to meet the complex care 
needs of their child. The provision of respite across 
diversity in geography; medical condition; social and 
cultural needs remains a challenge. 
